Persons with mental illness often struggle to meaningfully participate in decisions about their services. This study engaged persons with mental illness to understand how health information could empower them. Participants reported wanting information on diagnoses, medications, symptoms, and strengths as well as clinician notes and rationale. The Resident Assessment Instrument for Mental Health contains this information and is mandated in in-patient psychiatry. Its findings could be summarized and shared with individuals to promote and facilitate shared decision-making.
Introduction
Persons with mental illness often struggle to retain control over their lives, 1 and efforts to empower them continue to evolve. 2, 3 Educating individuals about their condition (eg, etiology, prognosis, and treatments) empowers them to make decisions about the services that best meet their needs. 4 Active participation in decision-making leads to greater satisfaction with mental health services, 5, 6 better outcomes, [7] [8] [9] [10] [11] and increased self-efficacy. 12, 13 Consequently, empowerment is among the principles on which rehabilitation and recovery programs are founded. 14 Efforts to empower have not necessarily resulted in the collaborative, shared decision-making processes that many had envisioned. Persons with mental illness continue to experience difficulty in meaningfully participating in service decisions, 4 for example, related to goal prioritization, treatments, and desired outcomes. [15] [16] [17] [18] Shared decision-making is based on the premise of equitable access to and sharing of information on which decisions are based. 19 Provision of clinical information to persons with mental illness is a viable means through which education and empowerment may occur, thereby facilitating shared decision-making.
The Resident Assessment Instrument for Mental Health (RAI-MH) provides a common source of information that includes a breadth of clinical information (eg, health, substance use, behaviours, roles, medications, and service use). From its items, summary scales (eg, depression) and protocols (eg, interpersonal conflict) are derived to facilitate understanding and ongoing management of overall status. While RAI-MH information may be used at the aggregate level to inform evaluation and funding decisions, 20, 21 it also forms the basis of individual-level planning.
Given the richness of the RAI-MH, consideration of how it could promote participation in a shared decision-making process is warranted. This study explores the health information needs of persons with mental illness, and the ability of the RAI-MH to provide that information.
Methodology
This exploratory study employed a focus group design. Focus groups provide a comfortable atmosphere that allow for a diversity of views and experiences to be revealed, discussion among participants, and to gauge the degree of consensus within the group. 22, 23 Approval was received by the Lakehead University Research Ethics Board and at the participating organizations.
Focus groups were held with current and past mental health service users in three specialized psychiatric hospitals across Ontario. In-patient staff recruited current users (ie, schizophrenia, rehabilitation, and mood/anxiety), and researchers recruited past users through the organizations' Empowerment Councils. Fourteen current and 29 past service users participated.
Focus groups were guided by a structured set of questions on the types of health information that could enhance participation in decision-making as well as how best to present that information (eg, text and graphs). Prompts were used as needed to elicit additional information.
Field notes formed the basis of analyses. These were carefully reviewed to get a sense of the whole, then relevant information was extracted and organized into themes. Where possible, quotes were identified to illustrate themes. Although comparison of the information needs of current and past service users was not a study goal, differences were noted.
Results

Health information needs
The following six themes or types of information emerged as important to increasing participation in decision-making: clinician notes, diagnoses, medications, clinician rationale, symptoms, and strengths.
Clinician notes. Participants in every focus group expressed a desire to see staff's daily notes to better understand the details of their stay. For example, ''I want to look at what is going on, on a day-to-day basis. Not so much test results, but what people are writing every day'' (current user), and ''I would like to look at the notes to see how I got from A to B'' (past user).
Some wanted to know how they were perceived by clinicians (past user: '' . . . important to me to look at the notes to see what they thought''), while others thought notes could provide an alternative view (current user: ''If you saw it from their perspective, you would see it differently maybe'').
Among current users, wanting to see notes also stemmed from a sense of mistrust that affected their relationship with clinicians. For example, ''When I was in [name of unit A] I was treated like a child and they didn't really care-but some did. Then I moved to [name of unit B] and it feels like family. So when I was in [name of unit A], I wish that I could have looked more at my chart than now. When you trust your nurse, you trust that what is in the chart is true.''
Diagnoses. The importance of the diagnosis was discussed in each session with past users and in one session with current users. Past users claimed they often did not know their diagnosis (''Sometimes you are given pills but not told why'') and felt it could help them better grasp their situation if they did (''Once I was given my diagnosis life changed, big time''). Many were also frustrated by multiple changes in diagnoses, '' . . . I've been PTSD, OCD, bipolar. I've been any number of things.''
Medications. All groups wanted medication information. Many indicated it could inform on the success of previous treatments, ''What meds I have been on and which ones didn't work'' (current user), and '' . . . never-ending battle to find the right stuff. Be nice to know what I've been on'' (past user).
Participants also talked about medication side effects. Some wanted information on medications taken in the past, as many are today known to be harmful. They also wanted to know about proposed medications so that they could do their own research, ''I want to be able to go on-line to see what they say about drug X if they are thinking about using it'' (current user).
Clinician rationale. Many individuals were interested in the rationale behind the decisions of clinicians. Participants in both groups experienced frustration with the lack of transparency in the diagnostic process, ''I would like to follow that invisible string-all the diagnoses and how these things were arrived at'' (past user), and '' . . . want diagnosis and why they think I have that'' (current user). Similarly, many did not understand why they had been prescribed certain medications, ''What kinds and why on those . . . been on so many medications and don't know why'' (past user).
Participants also often did not understand why certain treatment decisions were made, ''Usually they spring stuff on you and you don't know why or what will be happening'' (current user) and ''Wouldn't it be different if they talked to me about what they are thinking!'' (past user). Both groups expressed that knowledge of clinician rationale could improve their understanding of both past treatments (past user: '' . . . what was recommended and what was given, and why or why not. I would know that other options existed and why they weren't done'') and future treatment options (current user: '' . . . I could research it a bit. It would help me to be a part'').
Symptoms. Information about symptoms and behaviours was discussed in one current and one past user session. Participants felt this information would help them to better understand themselves (current user: ''What they wrote about my behaviour while in the hospital . . . help me to know what I can improve'') as well as the course of treatment over their stay (current user: ''If I had questions about my treatment, I could look and see why'').
Strengths. Information about strengths was discussed at length in one session with past users. One person stated, '' . . . strengths [are] really important. Things that I have going for me.'' The essence of the discussion focused on how knowing what was working for them could be leveraged to help them with areas in which they were struggling.
Presentation of health information
Participants expressed a strong desire to read a summary of their health information, rather than reading the entire medical record: '' . . . would really like to see the information in a short way'' (current user) and ''a summary would be nice'' (past user).
The majority wanted the summary to be in a narrative, storylike format. For example, ''I would rather read it as a story. My doctor sent a really nice cover letter: This is X. This is her history. . . . It went in a 3-page letter. I loved it'' (past user), ''Graphs and tables seem more cookie-cutter. I am unique. I am not a bar graph. I am not a statistic'' (past user), ''I would look at the numbers but it wouldn't stick in my heart. I like the story'' (current user), and '' . . . it would be nice if it was like a conversation'' (past user). However, some were open to other formats, ''I like numbers'' (past user) and ''I like the picture thing, it's shorter and quicker'' (past user).
Discussion
This study identified elements that should be considered in the development of a summary to empower individuals and facilitate shared decision-making in in-patient mental health settings. Participants felt that a narrative summary that contained information on diagnoses, medications, symptoms, and strengths would help them to more clearly understand the elements contributing to their situation. In addition, the summary should clearly show the link between these elements and suggested treatments (ie, rationale).
The RAI-MH provides all of this information. There are sections related to diagnoses and medications that could populate the summary. However, submission of the medication section is not mandatory in Ontario. While some organizations use the RAI-MH as the repository for medication information, others do not. Discussions of the feasibility of collecting this information through the RAI-MH, or linking the RAI-MH to separate medication holdings, are warranted.
The RAI-MH also collects information on symptoms and behaviours. Many of these items are integrated into Clinical Assessment Protocols (CAPs) and scales. CAPs focus on specific needs and take an evidence-based, outcome-oriented approach to improve the person's quality of life. 24 The summary could identify the CAP areas that were triggered (eg, substance use), followed by a few sentences describing why it was triggered (eg, use of cannabis in the last 7 days) to provide individuals with the link between symptoms and areas of concern-that is, the rationale for why these are targeted. Similarly, the summary could point to issues that were targeted based on having exceeded scale cut-points for severity and explain the specific items contributing to the scale score. Provision of this information in this way would help individuals to better understand the clinical rationale informing treatment decisions. This could also help individuals to prioritize areas for improvement based on how they relate to their overall goals.
Given that the RAI-MH is completed at admission and discharge, the summary could also inform on change over time. For example, CAPs triggered and scale scores could be tracked from admission to discharge or from time of last discharge to a subsequent readmission. In this sense, the summary could be used to evaluate the success of particular interventions and possibly lead to improved adherence among individuals who can concretely see improvement (ie, reduction in scale score or no longer triggering the CAP).
The RAI-MH also contains items related to strengths, for example, to the status of the person's social relationships and involvement as well as to areas in which the person has demonstrated improvement (if previous assessments are available). This information would help individuals see how their strengths could be used to mitigate areas in which they are struggling and could be integrated into treatment discussions and decisions.
Participants in each focus group session were interested in seeing clinician notes, sometimes because of mistrust. Providing individuals with a summary of the RAI-MH completed by clinicians may help to put individuals on more equal footing as they are seeing the same information. The RAI-MH summary could provide individuals and clinicians with the opportunity to start from the same point and move forward together. Consequently, it could help to build trust and strengthen the therapeutic relationship.
This study has identified the conceptual aspects of health information that current and past mental health service users believe could increase meaningful participation in decision-making. However, the extent to which the findings from these focus groups are applicable to other mental health service users-for example, older adults, needs to be determined. This will be important to ensure that the RAI-MH summary is as relevant as possible to all inpatient service users.
While presentation of information was discussed, it was beyond the scope of this study to address the length, layout, design, readability, and feasibility of user interfaces. It is important in the translation of assessment findings into narrative summaries that the meaning of the RAI-MH information is maintained and that information not supported by the RAI-MH assessment is not inferred. In addition, work is needed to understand how to best translate (or phrase) information (eg, CAPs and scales) to ensure that it is understood by individuals.
Finally, this study did not address issues related to the implementation of summaries into regular practice. Process interventions should be developed and tested to determine the best way to promote the sharing and discussion of RAI-MH clinical information among persons receiving services and clinicians.
Persons with mental illness want to be more involved in decisions about their treatment and services. To do so, access to information on diagnoses, medications, symptoms, and strengths is needed as it is a better understanding of the link between these and the areas targeted for intervention. The RAI-MH contains this information and could be shared with individuals to empower them to participate more meaningfully in a shared decision-making process about services and treatments. For this to happen, more work is needed to develop and test a user-friendly RAI-MH summary for persons receiving mental health services and identify a process for implementing it into regular practice.
